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Welcome

Dear Friends and Members,
Welcome to the summer edition of Visionaries.
It’s my pleasure to introduce the newsletter and
update you on our recent work and
achievements.
Fighting Blindness is currently part of an
international research consortium called IRD
COUNTS. The project is carrying out research
on the impact of living with an inherited
retinal degeneration (IRD) in Ireland and the UK.
member who has demonstrated outstanding
Thank you to everyone who participated

dedication to the organisation. Emer was

in this important research by completing the

celebrated for her energetic voluntary work on

IRD COUNTS survey in recent months. Your

our support services’ Trip to Tipp.

contribution is invaluable.
Our Need to Talk project is going from strength
The results of this project will inform other

to strength in the border counties.

research and clinical trials in the future and will
enable us to advocate for better supports and

The Living with Sight Loss course in Monaghan

access to emerging therapies. The research

was a huge success and we plan to roll out

findings will be presented at our Retina 2019

more throughout the year. You can read more

conference in November.

about Need to Talk on page 9.

On that note, registration for the Retina 2019

Finally, I’d like to thank all of our brilliant

Public Engagement day is now open. Join

fundraisers, particularly Theapamex who raised

us on Saturday, November 16, for a day of

over €16,000 for us by cycling across Ireland in

research updates, practical workshops and

May.

special guest speakers. Full details on how to
register can be found on the back page.

If you would like to get involved in raising
money for Fighting Blindness why not take part

On May 11, we held our AGM, where Emer

in this year’s Vision Walk 2019? Full details on

Comber was awarded the Anne Byrne

how to register are on page 11.

Memorial Award. The Anne Byrne Memorial
Award is presented to a Fighting Blindness
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Kevin Whelan, Chief Executive Officer

News

Award winning campaigns
Our 2018 AMD Awareness
Week campaign ‘Sightsee with
Me’ won the Excellence in
Communications award in the
Awards for Excellence in
Public Relations 2019.
We worked with Novartis, the
Association of Optometrists
Ireland, the Irish College of
Ophthalmologists and NCBI on
this campaign and will
continue the good work in
AMD Awareness Week 2019 in
September.

Annual General Meeting 2019
We hosted our Annual General
Meeting (AGM) on Saturday, May
11, 2019. Members joined us to
watch the choir perform, hear
company updates, elect
Directors and bid farewell to
Senior Counselling Manager
John Delaney.
Our Annual Report 2018 was also
distributed to members. If you
would like a copy please call
01 678 9004 or visit our website.

Cover Picture: Tommy Daly, Shane Byrne and Seamus Darby launch the Vision Walk 2019.
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Research

Meet the Target 5000 Genetic Counsellor
Target 5000 provides clinical and genotyping services for
people living in Ireland with an inherited retinal degeneration
(IRD). Jackie Turner is the Target 5000 genetic counsellor.
A genetic counsellor is a trained expert who can support
individuals in understanding their diagnosis, provide
information on the benefits, risks and limitations of the
result, and advise on possible next steps. Jackie described
her working day for us.

What does a typical session in your clinic entail?
A key aim of genetic counselling is to dispel fears and answer any questions that patients and their
families have about their condition. Once I receive a referral for a patient to be seen, I begin by
investigating the genetic testing that has been carried out to date and also the family history. I will
then meet with the eye doctor and a Clinical Geneticist to look at all of this information together as
a whole and determine if the genetic results explain the clinical diagnosis.
People who attend my clinic can be at varying stages of their disease which means I often get many
different types of questions. To prepare for a genetic counselling session, we like people to write
down or record their questions before they come to meet us. We can then work through those in the
clinic and try to answer them as best we can,” explains Jackie.
During the consultation, I hope to give people a better understanding of their condition, how it’s
inherited and evaluate what the risks are for other family members. I will also explain if testing is
available for other members of their family and if relevant,
future pregnancies.
It can often be a lot for a person and their family to take in
during one session. Therefore, following all my
consultations I send a summary of the discussion.
Research has shown that families find these letters invaluable and they are kept safe, shown to other family members
and referred back to many years after the discussion.

“My husband and I had a meeting
with a genetic counsellor as part
of Target 5000. The counsellor was
wonderfully helpful.
It is so good to get a definitive
diagnosis finally, and to be able to
understand why and how this
condition was inherited. It was such
a useful and valuable meeting.”

To learn more about Target 5000, contact
research@fightingblindness.ie
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- Mr and Mrs O’D, May 2019

Research

Irish College of Ophthalmologists Annual Conference 2019

The Irish College of Ophthalmologists annual conference brings together Ireland’s leading
ophthalmologists and the next generation of eye doctors to share insights and learn of the latest
updates in eyecare. This year’s meeting provided the platform for many informative and thought
provoking discussions, with patient-centred care very firmly the focus. Topics touched on many eye
conditions, including age-related macular degeneration, cataracts, diabetic retinopathy, retinopathy
of prematurity and inherited retinal degenerations.
The Target 5000 clinical genetics programme took centre-stage at the conference, with
presentations from Aoife Long, Dr Kirk Stephenson and Professor David Keegan. Aoife spoke to the
attendees about the progress being made in developing personalised patient care plans for those
individuals who have participated in the Target 5000 programme. The objective is to compile the
details of an individual’s condition and design a care plan which will best support them going
forward, based on their needs and priorities.
Dr Kirk Stephenson provided an update on Usher syndrome in Ireland using data gathered through
the Target 5000 programme. Professor Keegan spoke about Target 5000 and the associated
supports, outlining the efforts being made to send a communication to each participant to outline
the progress made in identifying their individual genetic mutation.
We recognise the hard work of our clinical colleagues in contributing to this programme and will
continue to support their efforts in identifying the genetic mutation of every individual diagnosed
with an IRD in Ireland.

5

Research

Take part in a Vision Research workshop
Patient and Public Involvement (PPI) in Vision Research workshop
Thursday, October 10, 2019
Gresham Hotel, Dublin
Calling all clinicians, scientists, people living with sight loss conditions and valued friends! We’re
delighted to announce an upcoming Patient and Public Involvement (PPI) in Vision Research
workshop. This half-day event will be hosted on World Sight Day, Thursday, October 10 at the
Gresham Hotel, Dublin.
This workshop will bring together researchers, people living with sight loss conditions and members
of the public to work together on research projects. The aim of this event will be to improve the way
by which research is communicated to the public — so that everyone can enjoy research.
Further details about this event will be soon shared across our social media and website.
To register for details of this and other opportunities for involvement in research activities, please
sign up to the VIP (Visually Impaired Persons) Network by contacting the advocacy department on
01 678 9004 or advocacy@fightingblindness.ie.
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Advocacy

Treatment for Leber hereditary optic neuropathy
(LHON) now available in Ireland
A drug for the treatment of Leber hereditary optic neuropathy (LHON) is to be reimbursed by the
Government in Ireland for the first time. The drug, which is called Idebenone (commercial name
Raxone) is now available for a subset of people living with LHON who meet certain criteria. One of
the main eligibility criteria is “onset of visual loss in the most recently affected eye of five years or
less”. This means that if someone began to lose vision in their second eye more than five years ago,
they are not eligible to receive the drug.
Under the conditions of the reimbursement, Raxone can only be prescribed by one doctor, who
is based in the Royal Victoria Eye and Ear Hospital Dublin. The recommended dose is two tablets
(150mg each) three times a day. Patients are to be reviewed every six months; treatment may be
discontinued after 24 months if no response is observed.
Fighting Blindness made a submission to the Health Technology Assessment process for Raxone
in January 2018. A number of our members living with LHON shared their personal experience for
inclusion in this submission and we sincerely thank them for their time and contribution.
For more information about any of the above please contact Caitríona Dunne on 01 678 9004 or
advocacy@fightingblindness.ie.

Be your own advocate – join the VIP Network
We work to make sure that the experience and views of people who are blind or visually
impaired are included in every area of research, medicines development and relevant policy.
We contact our VIP Network throughout the year with lots of opportunities, from taking part in
surveys and focus groups, to attending workshops and advice meetings, and giving
testimonials. To find out more or to join the VIP Network please contact
advocacy@fightingblindness.ie or 01 678 9004.
Thank you to everyone who participated in recent initiatives including:
• Survey on the impact and burden of living with an inherited retinal degeneration (IRD)
• Patient involvement workshop with Fighting Blindness researchers
• Survey on lived experience of wet age-related macular degeneration (wet AMD)
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Advocacy

Proposed VAT increase on food supplements
A 23% VAT increase on food
supplements was due to be
introduced on March 1, 2019.
On behalf of our members, we wrote
to the Department of Health,
Department of Finance and the
Revenue to raise concerns over this
increase and the impact that it would
have on people. Similar concerns
were raised by many other groups
and by the health food industry.
After mounting public pressure, the increase was deferred until November 1, 2019 pending review
by the Minister for Finance with input from the Minister for Health and a proposed public
consultation.
The “Public Consultation on the VAT Treatment of Food Supplement Products” was open during
April and May. We made a submission to this process highlighting the concerns raised by our
members. Our submission made it clear that we strongly believe and advocate that in cases where
supplements are evidence based and recommended for use by a medical doctor, the VAT rate
should remain at zero.
However, the guidance document for the consultation stated that there is no legal provision that
would allow a zero rate to continue to be applied to food supplement products. As such some form
of increase in the VAT rate is inevitable and will come into effect on November 1, 2019.
The consultation document asked a number of questions about what form that increase should
take. Fighting Blindness agreed that a reduced rate of VAT should be applied to all types of food
supplement products. The Department of Finance has not yet released any information about the
outcome of the consultation.
We’ll update our website and social media with any developments as they become available.
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Support

Living with Sight Loss course in Monaghan
Our second Need to Talk Living with Sight Loss course ran in Monaghan town in June. It was held
over six consecutive Tuesdays and featured speakers from Irish Blind Golf, the Irish Guide Dogs
Association, Vision Sports and the local Citizens Information Centre. Fighting Blindness founding
member John Delany, Senior Counsellor Peter O’Toole and Dr Melissa Jones also spoke about
emotional support and eye health.
The course was co-facilitated by Richard Craig of RNIB Northern Ireland and our own Mahon
Carmody. Richard has been running these courses for several years in Northern Ireland and we’re
very grateful to him and RNIB NI for sharing their knowledge and experience with us so that we can
run these courses in the border counties region. We will be delivering further Living with Sight Loss
courses throughout the region over the next couple of years.
If you have a vision impairment, live in the border counties region and need counselling or support
we have regionally-based counsellors covering the six border counties offering face-to-face
counselling. If you are interested in availing of this service, please contact us on 01 674 6496.
Need to Talk is a five-year project (2017 – 2021) delivered through a partnership between RNIB
in Northern Ireland and Scotland, and Fighting Blindness in the Republic of Ireland. The project
is supported by the European Union’s INTERREG VA Programme, managed by the Special EU
Programmes Body (SEUPB).
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Support

The Visionaries Choir are hitting high notes
The Visionaries Choir are having an exciting year.
They participated in the Dublin International Choral
Festival 2019 and hosted their summer concert in
the Unitarian Church on Stephen’s Green in June
under the direction of Frank Kelly.
In May the choir was featured in the magazine
Woman’s Way, with both Rebecca Kelly and John
Delany speaking about what the choir means
to them.
They have also been invited to perform as part of the Vision Symphony on Saturday, October 26 at
the Glór Theatre in Ennis with the Irish Memory Orchestra and 3L music. If you’re visually impaired
or blind and enjoy singing, why not join the choir? They’re based in Dublin and meet on a weekly
basis. To find out how you can get involved please email helen.sexton@fightingblindness.ie.

Additional support services
It has been a great year for support services so far with a visit from Barbara Lynch in January to
give a presentation on mindfulness, which is so important when dealing with our busy world.
The Mindfulness group are open for new members so please contact us on 01 674 6496 if you are
interested in coming along.
The Technology Exchange Club has continued its regular meetings on Monday mornings, exploring
technologies that can help us navigate our modern lives. The group discusses iPhones and Android
phones, tablets, useful apps, VI-friendly tools and features, social media platforms, as well as
setting up Robotic assistants such as Alexa Echo Dot and Google Home Assistant. There are
exchange clubs both in Cork and Dublin for anyone interested in upping their technology skills.
The Cork Exchange Club meets on a Saturday morning between 11am and 12.30pm and anyone
interested in attending either the Dublin or Cork groups, whether in person or as a ‘virtual
participant’ via Facetime or Skype, should contact us on 01 674 6496 for further details.
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Events

Dedicated cyclists raise over €20,000!
Theapamex Cycle
Congratulations to the 11 cyclists from Mayo-based
ophthalmological supply company, Theapamex, who
raised over €16,000 in a two day 250km cycle from
Dublin to Castlebar. We’re so grateful to General
Manager, Diarmuid Gavin and all the Theapamex
cyclists. Thanks too to the volunteers, Professor Conor
Murphy and Fair City’s Ryan Andrews for their support.
Terry McCormack Cycle
Hundreds of cyclists took part in the fourth annual Terry McCormack Cycle on April 7, 2019 raising
€4,600. We’d love to extend our thanks to the McCormack family and all the volunteers who made
this year’s cycle possible.
Vhi Women’s Mini Marathon
Thank you to the 40 runners and walkers who took part in the Vhi Women’s Mini Marathon on the
June bank holiday weekend. There was a great turnout for the event and the weather was excellent.

Vision Walk 2019
Join walkers from all over the world
to support Fighting Blindness on the
Vision Walk in Marbella from October
16 to 21, 2019.
Walking routes differ every day and
there’s live entertainment every
night. Grab a group of friends and
escape to the sun this October!
Find out more at
www.fightingblindness.ie/events

Glendalough Trail 2019
The annual Glendalough Trail takes
place on Saturday, November 2.
It’s open to all fitness levels and
features a 15km running course
and non-competitive 8.6km course
which you can walk or run.
Get your running shoes ready!
Register today at
www.glendaloughtrail.com
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Retina 2019 Public Engagement Day
Retina 2019 will take place on Saturday, November 16, in the Radisson Blu Royal Hotel,
Golden Lane, Dublin 8. As well as the always popular breakout sessions for different
conditions, there will be updates on research, advocacy and support services and some
very special guest speakers.
Members have been sent a promotional code to allow for free registration. If you would
like more information about membership offers or to check the status of your membership,
please contact membership@fightingblindness.ie.

Register for Retina today by visiting www.Retina.ie or by calling us on 01 678 9004
Registration is free for Fighting Blindness members.
Tickets for non-members cost just €10.
Keep up to date with all the latest news about Retina 2019 on our Facebook page:
www.facebook.com/Fighting.Blindness.Ireland

My Dad’s Blind Irish Tour
3 - 7 Sept – Civic Theatre, Tallaght*
11 Sept – Town Hall Theatre, Galway*
12 Sept – VISUAL, Carlow*
18 Sept – Ballina Arts Centre, Co Mayo*
19 Sept – Wexford Arts Centre*
20 Sept – Ramor, Virginia, Co Cavan*
24 Sept – glór, Ennis, Co Clare*
26 Sept – Watergate, Kilkenny*
28 Sept – An Grainan, Letterkenny*
*Audio description is available and
sponsored by Fighting Blindness.

Fighting Blindness
Tel: 01 6789 004									www.FightingBlindness.ie
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